Postoperative information needs and communication barriers of esophageal cancer patients  by Henselmans, Inge et al.
Patient Education and Counseling 88 (2012) 138–146Patient Perception, Preference and Participation
Postoperative information needs and communication barriers of esophageal
cancer patients
Inge Henselmans a,*, Marc Jacobs a, Mark I. van Berge Henegouwen b,
Hanneke C.J.M. de Haes a, Mirjam A.G. Sprangers a, Ellen M.A. Smets a
aDepartment of Medical Psychology, Academic Medical Center, University of Amsterdam, Netherlands
bDepartment of Surgery, Academic Medical Center, University of Amsterdam, Netherlands
A R T I C L E I N F O
Article history:
Received 18 May 2011
Received in revised form 24 November 2011







A B S T R A C T
Objective: Given the poor prognosis of esophageal cancer and the impact of surgery on health-related
quality of life (HRQL), addressing patients’ postoperative information needs is important. This study
aimed to examine (1) the content and type of patients’ information needs and (2) patient perceived
facilitators and barriers to patient participation.
Methods: Interviews were conducted with 20 purposefully selected esophageal cancer patients. Open
and structured questions were alternated. The transcribed interviews were analysed inductively and
deductively, using MAXqda.
Results: Patients’ post-operative information needs concerned HRQL, medical care and prognosis,
covering several sub-domains. Different types of needs were identiﬁed, e.g., requests for information
about cause, course and self-management. Barriers to patient participation mostly reﬂected beliefs and
skills, and could be categorized into agenda and communication barriers. Facilitators of patient
participation reﬂected physician, patient and interaction characteristics, companion support and pre-
visit preparation. Many patients saw merit in pre-visit preparation interventions; few endorsed skill-
building interventions.
Conclusion: This study listed the postoperative information needs of esophageal cancer patients.
Moreover, it gained insight into patient-perceived barriers and facilitators of patient participation.
Practice implications: The ﬁndings demonstrate what information physicians should have available and
informs interventions to support patients in meeting their information needs.
 2011 Elsevier Ireland Ltd. 
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Esophageal cancer is currently the eighth most common cancer
in the world [1]. Treatment with curative intent often consists of
radical esophagectomy, which is preceded by neo-adjuvant
chemo-radiotherapy in a growing number of institutions [2].
Even after esophagectomy, prognosis is poor, with 5-year survival
rates rarely exceeding 35% [3–5]. Moreover, side effects of
surgery, such as trouble eating, talking and sleeping, negatively
affect patients’ health-related quality of life (HRQL) in the early
post-operative phase [6,7]. HRQL generally improves over time,
yet some symptoms, such as fatigue and early satiety, may persist
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Open access under the Elsevier OA license.Given the poor prognosis and the signiﬁcant deterioration of
patients’ HRQL, addressing patients’ information needs in post-
operative consultations is essential. Patients have several reasons
for seeking information [11], e.g., receiving explanation, securing
help, knowing what problems can arise and what to do about
them. Information enables patients to regain control, reduce
anxiety, improve compliance, create realistic expectations,
promote self-care and generate feelings of security [12–14].
Unfortunately, cancer patients’ information needs are not always
met [14,15].
To meet patients’ information needs, physicians require insight
in the type and content of these needs. The handful of studies
addressing esophageal cancer patients’ information needs [16–19]
either examined patients’ need for a speciﬁc type of information,
diagnostic [17] and prognostic [18], or focused on early phases in
the illness trajectory, i.e., diagnosis [16,17] and hospital admission
[19]. Little is however known about the speciﬁc information needs
of esophageal cancer patients post-treatment. This corresponds
with a general gap of knowledge about cancer patients’ informa-
tion needs beyond the diagnosis and treatment phase [20].
Box 1. Topic list.
A. Introduction by the interviewer
Goal of the study
Emphasis on conﬁdentiality and anonymity
Request for permission to audiotape the interview
Structure and procedure of the interview
B. Information needs at the time of first follow-up consultation
Retrieval of memories of ﬁrst follow-up consultation
Open questions about information needs (e.g., What information did you
want from your physician? Did you have questions you did not pose? In
retrospect, what else would you have liked to know?)
Structured questions about information needs with preformatted list
starting out with 38 items in four domains (physicala, sociala, emotionala,
prognosis) and supplemented during the interviewing process with new
topics and, if necessary, categories.
C. Barriers and facilitators of patient participation
Short introduction on how patients can inﬂuence the consultation
Open questions about barriers and facilitators using promptsb (e.g., Can
you explain why you do not always succeed in getting your questions
answered? Can you give an example? Are there other factors that make it
difﬁcult to raise topics that concern you?)
Structured questioning about patients’ recognition of barriers with a
preformatted list starting out with 11 items (Emotions: feeling tense,
emotional nature of subject; Values: looking up to the doctor, feeling
embarrassed about subject; Beliefs: uncertainty about own understanding,
expecting a negative reaction, perception there is too little time, believing a
subject is not important enough; Skills: not knowing how to bring a subject
up, remembering questions only afterwards, having little experience in this
type of conversation)
D. Support interventions aimed a facilitating patient participation
Open questions about how to facilitate patient participation (e.g., what
might help you in communicating with your physician?)
Structured questions about patients’ endorsement of 6 interventions with
a preformatted list (Visit preparation: written question prompt sheet with
example questions, preparatory website, preparatory conversation with a
nurse; General skill-building: brochure on how to communicate with
physicians, video’s modelling doctor-patient communication, workshop in
communication skills)
E. Conclusion of the interview
General patient information (age, educational level, visit dates, usual
companion)
Request for consent to use information from the medical ﬁle
Evaluation of the interview
a Based on the EORTC QLQ-C30 and the QLQ-OES18 oesophageal module
[36].
b Five questions adopted from the Perceived Efﬁcacy in Patient–Physician
Interactions scale [39].
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needs is not only inﬂuenced by the communicative
behaviour of the physician, but also by that of the patient
[21]. Through active participation, e.g., stating their agenda,
presenting concerns, asking questions, and checking under-
standing [22–24], patients can inﬂuence the course of the
conversation as well as the behaviour of the physician [25]. Yet,
studies have shown that patients’ inﬂuence on the consultation
is often limited [26–29]. For example, an Australian study
among cancer patients showed that very little consultation time
was spent on patient questions [27]. Others [11] showed that
cancer outpatients who intended to seek information, often did
not actually do so during the consultation. This was particularly
the case for topics related to prognosis and psychosocial
complaints.
Communication might be difﬁcult for patients due to the
complexity and signiﬁcance of the topics discussed as well as their
dependent and vulnerable position [30]. A recent communication
framework [21] implies that patients’ communicative behaviour is
inﬂuenced by patients’ emotions, values, beliefs, skills, and needs.
Factors suggested to hinder patients’ active participation
[11,31,32] can be categorized into these determinants, e.g.,
nervousness, embarrassment (emotions), looking up to the doctor
(values), having the impression there is too little time (beliefs) and
the inability to remember and articulate questions (skills). Even
though the literature discusses such factors, empirical studies on
the communication barriers and facilitators perceived by cancer
patients are limited [11,33].
In view of the foregoing, our ﬁrst aim is to examine the post-
operative information needs of esophageal cancer patients during
initial outpatient follow-up consultations. Besides gaining insight
in relevant topics, we aim to examine the type of information
requested [11]. The second aim is to gain insight in patient
perceived barriers and facilitators of participation, i.e., the extent
to which patients inﬂuence the consultation. Such knowledge
might inform interventions to support patients in meeting their
information needs. For this purpose, we also investigate patients’
opinions about existing patient-targeted communication inter-
ventions.
2. Methods
Sampling, data collection, analysis and report followed the
guidelines for qualitative research to ensure scientiﬁc rigour
[34,35].
2.1. Participants
Patients were recruited at the outpatient gastro-intestinal
oncology centre of the Academic Medical Center (AMC) in
Amsterdam. Patients were eligible if they (1) underwent
esophagectomy with curative intent for adeno- or squamous
cell carcinoma of the esophagus or gastro-esophageal junction,
(2) were discharged either recently (3 months) or more than
half a year ago; (3) did not have a prior history of cancer; (4) were
above 18; (5) understood and spoke Dutch; and (6) did not have a
mental disorder. To ensure a diverse sample, patients were
selected purposefully based on information in their medical ﬁles,
i.e., time since discharge, age and sex. We invited several patients
more than half a year after discharge, to incorporate retrospec-
tive views on the initial postoperative period. Sample size
depended on data saturation, i.e., inclusion ended when the
research team jointly decided that 3 consecutive interviews did
not provide any new information. The hospital’s Medical Ethics
Committee provided an exemption for the study to seek formal
approval.2.2. Procedure
After a follow-up visit, the surgeon (n = 2) or fellow (n = 2)
introduced pre-selected patients to the researcher, who provided
them with oral and written information. Consenting patients were
contacted by telephone to plan an appointment for the interview.
The usual companion of the patient was invited to attend the
interview and patients were asked to think beforehand about their
information needs at the ﬁrst consultation after discharge. Semi-
structured interviews were conducted at patients’ homes by two
researchers with a background in psychology and trained in
interviewing skills (IH and MJ).
2.3. Topic list
Box 1 provides the topic list. Following open questions about
patient’s information needs, a list with topics categorized into
physical, social, emotional well-being and prognosis was
presented. The well-being-related topics were based on the
EORTC QLQ-C30 and the QLQ-OES18 oesophageal module [36].
Using the constant comparative method [37], newly mentioned
topics or, if necessary, categories were added to the original 38-
Table 1
Respondent and interview characteristics, number of information needs reported (n = 20).

















1 Male 52 Low Transthoracic III 0 7 months 0 2.10 5
2 Female 66 Intermediate Thoraco-laporoscopic III 0 6 months 0 1.35 2
3 Male 59 High Thoraco-laporoscopic IIb 0 7 weeks 0 1.07 13
4 Male 68 Low Transhiatal III 0 4 weeks 1 2.00 16
5 Male 69 Intermediate Transthoracic II II 6 weeks 1 1.37 5
6 Female 68 Low Thoraco-laporoscopic II II 8 months 0 1.04 9
7 Female 66 Intermediate Thoraco-laporoscopic I II 8 months 1 1.13 16
8 Male 48 High Transthoracic IVa IV 6 weeks 1 1.15 13
9 Male 58 High Transthoracic III 0 4 weeks 0 0.46 5
10 Female 67 Intermediate Transthoracic III I 8 weeks 1 0.57 6
11 Male 74 High Transthoracic III IV 8 weeks 0 1.01 3
12 Male 42 Low Transthoracic II I 14 weeks 0 0.31 3
13 Male 71 Low Transthoracic IVa IV 4 weeks 1 1.50 15
14 Female 61 Low Thoraco-laporoscopic IVa 0 3 weeks 2 1.01 16
15 Male 49 High Transthoracic IVa 0 5 weeks 1 1.30 27
16 Male 77 Low Thoraco-laporoscopic III 0 5 weeks 1 1.41 11
17 Male 76 Low Thoraco-laporoscopic II 0 6 weeks 1 1.01 14
18 Male 54 High Transthoracic III 0 4 weeks 0 0.48 8
19 Female 56 Low Thoraco-laporoscopic III III 3 weeks 1 1.05 7
20 Male 64 Low Transhiatal III II 3 weeks 0 0.34 5
a Low: elementary school, low level high school or low level vocational education; intermediate: high level high school or intermediate-level vocational education; high:
high level vocational education (college) or university.
b Tumor stage was based on post-operative TNM classiﬁcations.
c The contracted form of the Clavien–Dindo classiﬁcation of surgical complications was applied [61]. A zero means there were no complications. Grade I: deviation from
normal course that did not require treatment or intervention. Grade 2: complication that required pharmacological treatment, blood transfusion or total parenteral nutrition.
Grade III: complication that required surgical, endoscopic or radiological intervention. Grade IV: life threatening complication that required IC/ICU management. Grade V:
death of a patient.
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interviews [38]. Next, the patient’s perspective on communica-
tion barriers and facilitators was addressed. First, patients were
prompted to elaborate on their (in)ability to communicate with
their physician, using questions adopted from the Perceived
Efﬁcacy in Patient–Physician Interactions scale [39]. When no
more barriers or facilitators came up, patients were systemati-
cally asked about their personal experience with a list of
communication barriers. These 11 barriers were based on the
literature and categorized according to the determinants of
patient communication [21]. Again, the list was supplemented
with barriers mentioned by previously interviewed patients.
Subsequently, patients’ ideas about how patient participation
can be facilitated in post-discharge consultations were
addressed. Again, this part was concluded with a checklist,
asking patients whether they felt they would beneﬁt from 6
patient-targeted communication interventions suggested in the
literature [22,23,40–45]. To limit the length of the interview, this
list was not supplemented with ﬁndings from previous inter-
views.
2.4. Data analysis
Content analysis was performed in parallel with data
collection. Verbatim transcripts were read and analysed inde-
pendently by 2–3 researchers (IH, MJ and EMAS), who wrote
detailed memo’s. Analysis was partly inductive (i.e., bottom up;
based on open interpretation of patients’ responses) and partly
deductive (i.e., top-down; based on pre-formatted lists and
theory [21]).
The exact content of patients’ information needs was registered
(e.g., when will the chest pain disappear?) and categorized into
main domain (e.g., HRQL), sub-domain (e.g., pain) and type of
information requested (e.g., inquiring about likely course). These
categories were not preﬁxed nor limited to the categories in theoriginal pre-formatted list. Discrepancies were re-examined and
discussed until consensus was reached.
Similar to information needs, barriers and facilitators of
patient participation were identiﬁed and listed, merged into
categories and conﬁrmed in later interviews. In later phases,
barriers were grouped both deductively, making use of Feldman-
Stewart’s framework [21], as well as inductively, on the basis of
distinctions apparent in the data. Lastly, patients’ opinions on
interventions to facilitate active patient participation were
registered.
To enable overview and the selection of quotes, one researcher
(IH or MJ) coded the transcripts digitally on the basis of the reached
consensus using MAXqda10 software [46]. Wherever we refer to
patients, we mean both patients and companions present during
the interview. We use the following qualiﬁers to give an indication
of patient numbers: a few (1–4), some (5–10) or many (>10).
3. Results
3.1. Respondent and interview characteristics
Twenty-three patients were invited, of whom 20 consented
(87%; Table 1). Patients’ mean age was 62 years. Fourteen
participants were male (70%); 10 had a low (50%), 4 had an
intermediate (20%) and 6 had a high educational level (30%). Four
patients were interviewed more than half a year after discharge
(20%). Most patients either had an open transthoracic (n = 10; 50%)
or a thoraco-laporoscopic (n = 8; 40%) esophageal resection; two
patients had a transhiatal resection (10%). One patient (5%) had a
tumor in stage I, 25% in stage II, 50% in stage III and 20% in stage IV.
Half of the patients had no complications, 30% had mild
complications (grade I or II) and 20% had relatively severe
complications (grades III and IV). One or more companions were
present in 11 interviews (55%). Interviews took on average
1 h 14 min.
Table 2
Post-operative information needs of esophageal cancer patients categorized in main and sub-domains.
Content Number Example question
Domain Sub-domain Patientsa Total needsb Unique needsc
HRQL – Nutrition (n = 45) Meal size 7 8 5 Will the size of my stomach increase?
Enteral nutrition 7 8 5 For how long do I need the enteral nutrition?
Dysphagia 7 10 7 Are my complaints normal or deviant?
Appetite 6 6 4 Will my appetite return?
Weight 5 5 4 How to maintain weight without the enteral nutrition?
Diet 5 5 5 Am I allowed to drink liquor?
Dumping/vomiting 3 3 3 How to prevent the vomiting?
HRQL – Other (n = 80) Activities (speciﬁc) 8 9 9 Am I allowed to do sports?
Coughing 7 9 5 Is it normal to have this cough?
Pain 7 9 8 Why do I have this numb feeling in my shoulder?
Sleeping 7 8 7 How important is the 45 degrees position?
Fatigue/physical ﬁtness 7 7 4 How long will the fatigue last?
Diarrhoea/constipation 5 5 4 What is causing the diarrhoea?
Shortness of breath 4 4 3 What is the cause of my shortness of breath?
Wound 4 4 2 I have an infection at the probe entrance [report only]
Activities (general) 3 3 3 What activities can I still perform?
Dry mouth 3 4 3 Why do I have a such a dry mouth?
Belching 3 3 3 Does belching have to do with my passage complaints?
Speech 3 3 1 I have trouble with my speech [report only]
General recovery 2 4 3 When will I be my old self again?
Psychosocial 2 2 2 What’s your experience with the psychosocial impact?
Other 5 6 6
Medical care (n = 52) Technical aspects surgery 10 14 11 How does it look like from the inside?
Monitoring 9 10 5 Shouldn’t I have a scan?
Medication 8 12 10 Which painkiller should I take when I am in pain?
Care providers 5 5 5 Is there any support available for my family?
Wound surgery/probe 4 4 4 How will they remove the probe and will it hurt?
Evaluation admission 3 3 3 What went wrong during my stay in hospital?
Alternatives to surgery 2 2 2 Why was a donor esophagus not an option?
Other 2 2 2
Prognosis (n = 22) Results surgery 14 14 6 Is the cancer gone?
Recurrence/survival 8 8 5 Is it possible that the cancer returns?
a The number of patients expressing one or more needs within each sub-domain.
b The number of needs expressed within each sub-domain. These are not necessarily unique needs.
c The number of unique needs expressed within each sub-domain. We took a conservative approach in this stage, i.e., only needs that were obviously and exactly similar
across patients were aggregated.
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The number of needs reported per patient varied from 2 to 27
(Table 2). The expressed information needs1 reﬂected three main
domains, i.e., HRQL (subdivided in nutrition and other HRQL
aspects), medical care and prognosis. Within the HRQL domain,
almost all patients had questions related to nutrition. In the top
three were meal size, enteral nutrition (providing food through a
stomach tube) and dysphagia. Other frequently mentioned
information needs were related to the performance of speciﬁc
activities (holiday, cycling, sports, work), cough and pain. One
quarter of patients’ information needs2 (26%) within the HRQL
domain reﬂected a need for information about the likely course of
symptoms or limitations. In addition, patients’ information needs
often reﬂected a need to understand the cause of symptoms and
limitations and whether or not a symptom was considered
‘normal’ (22%). Moreover, a number of information needs
reﬂected requests for information about self-management
(17%), i.e., how to deal with symptoms or limitations in daily
life. Lastly, patients often reported a need to discuss a certain
symptom with the physician, without indicating a speciﬁc reason
or question (31%).
Within the medical care domain, many patients had questions
about medication (the use of painkillers, antacid), the follow-up
procedure and technical aspects of surgery. Patients’ questions
often reﬂected a need for explanation (54%), e.g., about how1 The complete list of information needs can be requested from the ﬁrst author.
2 Percentages of total expressed information needs, including overlapping needs.patients will be monitored and the necessity of tests (e.g., scans),
about things that happened during hospital admission or about
how surgery changed their body. Other questions within this
domain reﬂected a need for self-management information (33%),
often related to medication (about prolongation or how to quit
use), wound care and the availability of or referral to other care
providers (physiotherapist, family support).
With respect to prognosis, some patients emphasized that the
outcome of surgery was most important in the ﬁrst consultation
after discharge and many reported a need to be informed about
these results (70%). Fewer patients, but still 40%, reported a need to
be informed about the likelihood of recurrence.
3.3. Barriers and facilitators
Patients mentioned a total of 16 different barriers that impeded
their inﬂuence on the consultation (Box 2). Some, yet not all
barriers could be categorized into the determinants of patient
communication [21]. None of the patients mentioned that emotions
hindered their communication in follow-up consultations. That is,
from the pre-formatted list, two patients recognized the barrier
‘feeling tense’, but were referring to pre-treatment consultations.
None recognized ‘the emotional nature of a topic’ as a barrier.
Certain values were reported to hinder communication, i.e., some
reported not wanting to be a bothersome patient and a few
reported feeling embarrassed about certain subjects. None
recognized the barrier ‘looking up to the doctor’.
Most barriers reﬂected hindering beliefs, including the belief
that a subject is not part of the physician’s task, the belief that the
Box 2. Patient-perceived barriers categorized in values, beliefs, skills and miscellaneous.
Values
1. Not wanting to be a bothersome patientc
R2: (. . .) I think everybody has that in a certain way, you don’t want to be too bothersome. You want to pose your question and you hope you will get an answer to that,
but bothersome, no. No. You certainly don’t want to be bothersome, no.
I: And is it also because of that, that sometimes you don’t ask something or keep your mouth shut?
R: I think that in general, in that situation, most people are very modest, that is what I think. That is a human thing. You are visiting an expert who operated on you . . .
Respondent 17, male, 76 years (and companion R2)
2. Feeling embarrassed about a subjecta
R: No. No, in the beginning, I did have certain limits, but I don’t have them anymore. [laughter]
I: Ok, they all disappeared.
R2: That wasn’t [the case in] this conversation, but in the very ﬁrst conversation with xxx, you were wondering if your breath would smell after the surgery. You didn’t
dare to ask that then.
R: We did ask that then, didn’t we?
R2: I asked that, yes.
R: Well, I can’t remember that I didn’t dare to ask that.
R2: Well, yes, you wanted to know that before, but you didn’t ask it in the conversation. And then I asked it and then you downplayed it a little bit . . .
Respondent 15, male, 49 years (and companion R2)
Beliefs
1. Belief that a subject is not part of the surgeon’s taskc,d
[R and R2 say they had a hard time in the post-operative period]
I: Do you want to bring up these things the next time you see the surgeon?
R: Yes, I am not sure if you should speak to the surgeon about that, I personally don’t think so. You see, the surgeon conducts the surgery and the follow-up care after
surgery and I think for everything else, there are other people for that, I believe.
Respondent 19, female, 56 (and companion R2)
2. Belief that the doctor cannot provide an answer or solution anywayc,d
I: So, you’re saying, I’m also a little bit afraid, this issue with eating, that might also be because I don’t dare to. Would you like to discuss that with the surgeon?
R: No, he cannot provide an answer anyway. Probably, this surgeon will probably say, nonsense or it will improve naturally.
Respondent 5, man, 69 years
3. Perception there is too little timea
R: Well, I do sometimes have the feeling that everything has to take place within a certain time span, and that I ﬁnd detrimental, that often you have to go over a number
of things rather quickly . . . I think that is the disadvantage, that that is hanging over it a little bit. Yes. Especially with the GP, then you have to leave within 10 minutes,
back through the door.
(. . .)
R: I am not sure how much time with the surgeon . . .
I: I think it is the same . . . 10, 15 minutes . . .
R: So you know that, so you have to more or less . . . yes, give those answers fast and quickly, or pose those questions.
Respondent 11, male, 74
4. Expecting a negative response of the physiciana
R2: Yes, that they should . . . that the surgeon should realize more that there are lay people in front of him who did not go to college and who are just lay people. And that
for them, it is always very terrible, while for a surgeon it might be . . . like, well, is that all? But for the patient it is really terrible. Cause they know what they are talking
about and for us it is something unfamiliar, that suddenly happens to you.
(. . .)
R2: Yes, so they should think more about the people, realize that for the patient it sometimes does . . . yes . . . Cause because of the response, you sometimes don’t dare to
[speak up] anymore. That’s it.
Respondent 4, male, 68 years (and companion R2)
5. Belief that a subject is not importanta or that the physician will mention it if it isd
I: And why didn’t you receive an answer to that?
R: I don’t know what the reason is. I assume, that is what I assumed, that if that is not discussed by the other party, then the surgery was successful. That has been my
opinion.
(. . .)
R: I assumed that, like I just said, no news is good news.
I: Yes, but it is still something about which you say, I would have liked to know it.
R: Yes.
Respondent 17, male, 76 years
6. Expecting consequences of bringing a subject up (e.g., referral or further testing)b,d
I: And would you like to talk about this kind of things in the hospital, I mean about anxiety or sadness?
R: Not really, no. No, because it won’t help me. (. . .) they might talk you into other things . . . while it is not really an issue for me [negative emotions].
I: No, cause what do you mean exactly, if you bring that up, then . . .
R: Then they might refer you and then you end up with a shrink or something like that (. . .)
Respondent 1, male, 54
7. Uncertainty about own understandinga,b
I: Ok, any other things that makes it difﬁcult to say or to ask what’s on your mind?
R2: That there are things of which we think like well, maybe it has something to do with it. Often you have, how should I say this . . . you see, that is what I mean . . . that’s
what stops you, because you can’t say something completely clearly, you don’t say it. Cause that’s what it is like. That you think, like, I have the idea it might have
something to do with it, but you don’t want to raise it, because then you might stray off . . . Yes, I am not sure how to say this right. But that is also what stops you often
[referring to husband].
Respondent 4, male, 68 years (and companion R2)
Skills/cognitive ability
1. Remembering questions only afterwardsa,c
(R2 says he would have liked to know about the possibility of recurrence)
R2: Yes, the chance of . . . that is something I would like to know. Yes. That question I already wanted to pose, by the way, when we were there the last time, but then it
did not happen.
R: Yes, simply forgotten I think . . .
R2: Yes, forgotten.
Respondent 19, female, 56 years (and companion R2)
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2. No experience with this type of conversationsa
I: You say, because you have little experience with having such conversations, and you noticed that in . . .?
R: Well yes, you are the subject of the conversation and everything is new and, yes, for some time that has . . . yes that has an impact, it’s about you, and not about your
work.
Respondent 15, male, 49 years
3. Not knowing how to interrupt during the doctor’s talk
I: Yes, so do you then succeed in getting attention for what you personally want to say? Did you succeed at that time? (. . .)
R2: You are actually waiting for what she is going to say, cause otherwise you don’t know any questions at all, while she is talking . . . then you think, that is what I am
going to ask in a moment, but then she is actually already so far, before you get to ask that question . . .
I: . . . then the moment is gone . . .
R2: Then the moment is gone . . .
Respondent 4, male, 68 years (and companion R2)
4. Not knowing what to askd
R: Maybe this kind of things, these questions here [referring to the preformatted lists used in the interview], and maybe even the largest part of the items where the
question was, like, do you want to discuss that with the surgeon’, this question could come from the surgeon, when you are visiting.
I: Yes, that is a possibility, that he asks you, do you want to talk about that?
R: Yes, cause you can’t think of it yourself.
Respondent 5, man, 69 years (and companion R2)
5. Not being able to process information and ask subsequent questions
R: What you could say related to that, is that, you know, because it is a whole new area and because it is about you personally, that the pace might be too high. That was
not really a big issue in this conversation, I believe, but that could play a part. You always come home and then you think like, ah yes, maybe I should have enquired a bit
further on that subject.
Respondent 15, male, 49 years
Miscellaneous
1. Attitude of the doctor
R: It also depends a lot on the person, I believe. Yes, cause I know that with that other surgeon it was much more difﬁcult.
I: With doctor xxx.
R: That is a totally different person. And maybe that is also a different type of conversation, that I don’t know. But there it was more difﬁcult, cause he was more in a
hurry.
Respondent 15, male, 49 years
2. Not knowing the consulting surgeon very wellb
R: (. . .) I think is a pity . . . well yes, it is a holiday season, that you didn’t see the surgeon that operated on you. Cause yes, that makes the conversation difﬁcult. Although
. . . well, yes, doctor xxx did . . . yes, we were out of there in no time. Well, I think we weren’t in there for more than ten minutes, very short. Yes, I thought that was a pity.
And for Wednesday, will I have more . . . yes, I expect that doctor xxx will be back . . .
Respondent 4, male, 68 years
a Barrier included in the original 11-item preformatted list. From this list, 4 barriers were not recognized by a single patient: feeling tense, emotional nature of
subject, looking up to the doctor and not knowing how to bring up a topic.
b Barrier reported by single patients only.
c Barrier mentioned or recognized by 5 or more patients (25%).
d Barrier reﬂecting a pre-visit agenda barrier in contrast to a communication barrier.
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perception that there is too little time, expecting a negative
reaction from the physician, the belief that a subject is not
important enough or that the physician will raise the subject if it is,
expecting negative consequences of raising a subject (e.g., referral
or further testing) and uncertainty about one’s own understanding.
In addition, a number of the reported barriers seemed to reﬂect a
lack of skills or cognitive abilities, i.e., remembering questions only
afterwards, having no experience with this type of conversations,
not knowing how to interrupt during the physician’s talk, not
knowing what to ask and not being able to process the physicians’
information and ask subsequent questions. Lastly, a few patients
mentioned that an unfriendly, ignoring or hasty attitude of the
physician, as well as not knowing the consulting physician well
hindered participation.
A second distinction in barriers appeared from the data. Some of
the reported barriers seemed to prevent patients from putting
subjects on the consultation agenda prior to the consultation
(agenda barriers), such as the belief that a subject is not part of the
physician’s task and the belief that the physician cannot provide an
answer or solution anyway. In contrast, other barriers seemed to
prevent them from meeting their needs during the consultation
(communication barriers), such as forgetting questions or not
knowing how to interrupt.
Facilitators. Patients mentioned several factors that facilitated
participation (Box 3), reﬂecting characteristics of the physician
(i.e., communication style or personality), characteristics of the
interaction (i.e., available time, duration of the relationship),
personal characteristics (i.e., personality, experience with this type
of conversations, belief in patients’ right to have information),support of companions (i.e., preparing questions or prompting
questions during the consultation) and pre-consultation prepara-
tion (i.e., making a note, searching the internet). Some were
opposites of mentioned barriers (e.g., not knowing the consulting
physician), while others were newly mentioned factors of
inﬂuence (e.g., help of companions).
Facilitating interventions. Many patients saw merit in the
suggested types of pre-visit preparatory interventions, i.e., 13
endorsed a written question prompt sheet, 9 a preparatory website
(including example questions) and 8 a preparatory conversation
with a nurse prior to the consultation with the physician. Some
patients would appreciate example questions (independent of the
medium), because these show them the range and type of
questions appropriate to ask a physician. A few patients compared
example questions with the preformatted topic list used in the
interview, to illustrate how this helped them think about their
needs. A few patients warned that example questions might
prevent patients from coming up with their own questions.
Moreover, a few patients did not endorse internet-based prepara-
tion, as they did not have internet access, were not frequent users
or disliked searching the internet for information. A few patients
mentioned additional beneﬁts of preparing the consultation with a
nurse, i.e., a nurse has more time to ‘pull things out of you’ and can
already deal with some questions.
In contrast to visit-preparation interventions, few patients
endorsed the suggested skill-building interventions, i.e., 5
endorsed a brochure on how to talk to your doctor, while none
endorsed video’s modelling doctor-patient communication or a
workshop in communication skills. A few patients mentioned that
such interventions are ‘too far fetched’ and some considered every
Box 3. Examples of patient-perceived facilitators of patient participation.
1. Characteristics of the doctor (example illustrating ‘doctor’s communication style’)a
R: That is, of course, a matter of communication from both sides. There are physicians who shut themselves off a little bit, but well, if I have a question, then I’ll still pose
it, then I still would like to have an answer, then I do keep on going.
I: And do you have an example of that, of well, then it was somewhat more difﬁcult to get the doctor’s attention?
R. No, that wasn’t a problem with surgeon X, he’s really open. And his colleague was just as open, even when I had issues, questions, when I was lying in bed, no problem.
Respondent 11, male, 74 years
2. Characteristics of the interaction (example illustrating ‘duration of the relationship’)
R: Well, in the ﬁrst instance, I just wait and see what happens and I’ll move further from there. But I’ve already talked to him many times in the hospital, I know exactly
who he is, so that is also a bit easier of course, you know each other a little. That also makes it much easier. It’s of course easier than having a surgeon who helps you and
who you’ll never see again. And then you have to see him at some point, then it becomes a total different story, of course. But if they visit you every day, like how are you
and so on . . . then things become a lot easier.
Respondent 12, male, 42
3. Characteristics of the patient (example illustrating ‘experience with conversations’)a
R: Well, when it concerns questions and answers it just depends on who you are and what you . . . I am originally a teacher and I am a member of the board of a
vocational education institution since a year, so yes, what I want to know from them is almost the same way as when I want to know something from my students or
want to know something from my colleagues, or in reverse what students need to know from me or what colleagues need to know from me, want to know.
I: So that is not different . . .
R: I am used to that.
Respondent 3, male, 59 years
4. Support of companions (example illustrating ‘support during consultation’)a
R: (. . .) Otherwise I’ll take my daughter with me who will open her mouth. Cause I like that, that my daughter always accompanied me.
I: Yes, that was helpful?
R: Yes, very much so
I: In what respect?
R: Well, just support.
I: And did this beneﬁt the conversation with the doctor, in a certain way.
R: Yes, my daughter she asks as well . . . she does ask it to me ﬁrst, and then she wants me to ask it. But her questions were addressed as well.
Respondent 18, male, 54 years
5. Pre-consultation preparation (example illustrating ‘making a note’)a
I: (. . .) Do you know which questions to pose when you visit the surgeon?
R2: Yes. Because we always make a note. If there are things I want to know, then we’ll write them down and then we take that with us.
R: Yes, cause then he also asks do you have something else, cause then he sees me reaching my note, then he says ‘do you have something else’? And then I have a look.
Yes.
Respondent 7, female, 66 years (and companion R2)
a Five or more patients (25%) mentioned one or more facilitators within this category.
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it might help other (older, less assertive) patients, but would not
beneﬁt them.
4. Discussion and conclusion
4.1. Discussion
The current study resulted in an overview of the postoperative
information needs of esophageal cancer patients, which could be
categorized into three main domains and several sub-domains.
Compared to esophageal cancer patients’ information needs
reported around diagnosis [16] and hospital admission [19], a
number of topics seemed typical for the post-operative period, e.g.,
(enteral) nutrition, the changed ‘post-operative’ body and the
follow-up monitoring procedures. Different from most studies
[20], we not only categorized needs on the basis of content, but also
on the basis of the type of information requested. Overall, patients
appeared to have a need to understand their condition postopera-
tively as well as to anticipate the future, possibly to reduce
uncertainty and facilitate psychological adjustment [47,48].
While many patients were interested in the results of surgery,
only a minority wanted to be informed about the likelihood of
recurrence. Our results contrast with those from a large quantita-
tive survey among esophageal cancer patients, of whom a majority
preferred detailed prognostic information [18]. It has been
suggested that, in contrast to interviews, patients’ responses to
surveys are more strongly inﬂuenced by the current society’s ideal
of an informed and autonomous patient [49]. Nevertheless, both
studies conclude that not every patient wants to know prognosticdetails. As reported before [12], patients’ argumentation often
suggested a wish to remain optimistic.
Applying the framework of Feldman-Stewart [21], most reported
communication barriers reﬂected hindering beliefs or a lack of skills/
abilities, and not so much emotions. In addition, the current study
demonstrated a novel categorization in factors inﬂuencing patient
communication, i.e., barriers preventing patients from putting
subjects on the consultation agenda prior to the consultation (agenda
barriers) and barriers preventing patients from meeting their needs
during the consultation (communication barriers).
Our ﬁndings extend the observations of Verschuur et al. [33]
who reported that oesophageal cancer patients’ uncertainty about
their medical situation, dependency on professionals and a lack of
concentration hinder information seeking postoperatively. The
most commonly reported consultation barriers in the current
study were not being able to remember questions (skill) and not
wanting to be a bothersome patient (value). The most prevalent
agenda barriers were the belief that the physician cannot provide
an answer or solution anyway and the belief that certain topics are
not part of the physician’s task. Several of these barriers were also
reported by Borgers et al. [11]. Our ﬁndings support their proposed
prerequisites for active information seeking, i.e., a need to discuss
certain topics, knowing what to ask, a positive idea about the
physician’s attitude towards information seeking, being convinced
of the advantages of information seeking, and the expectation that
psychosocial topics can be discussed.
With respect to the latter prerequisite, the belief that non-
medical topics are not part of the physician’s task might explain
why no psychosocial information needs were reported. Hesitation
to put such issues on the agenda has been found before [11,50].
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reﬂect the fact that surprisingly few patients reported illness-
related distress and if they did, they often thought such distress
was natural or did not need to be addressed. Verschuur and
colleagues [33] similarly reported that patients did not expect
psychosocial care. Taylor [51] demonstrated that a majority of
physicians is willing to discuss emotional issues, but also that
patients are often the initiators of such discussions.
Our ﬁndings direct the development of interventions to
enhance patient participation. Most patients did not endorse
general skill-building interventions, such as video’s or workshops.
The majority of patients felt rather efﬁcacious in communicating
with the physician and did not express a need for communication
support other than simple pre-visit preparation tools. Future
research should examine if these ﬁndings are typical for this
particular patient group. Several studies examined the effective-
ness and feasibility of interventions [43–45], yet to our knowledge,
our study is unique in asking patients about their perceived need
beforehand.
The study has limitations. First, as we aimed to examine the full
range of patients’ needs as well as patients’ perspective on
participation, an in depth qualitative study was deemed more
appropriate than a preformatted survey [52]. However, this choice
implies that we cannot draw ﬁrm conclusions about the
comprehensiveness, generalizability and prevalence of the
reported needs and barriers. Second, although patients came from
various regions, they were seeing surgeons from one academic
hospital department only, which may limit the transferability of
ﬁndings. Third, patients were highly satisﬁed and found it hard to
critically reﬂect on the physician as well as their own role in the
interaction. It has been reported that cancer patients, who put their
lives in the hands of their physician, are reluctant to question their
physician’s behaviour [53]. Moreover, current societal norms
might make it harder to admit behaviour that contrasts with the
ideal image of an empowered patient [49]. Fourth, some patients
found it hard to retrospectively explain their reasons for bringing
up a certain subject in the consultation. This could reﬂect an
inability to remember their reasons, yet it could also reﬂect
patients’ wish to simply share their experiences with the physician
to fulﬁll the basic need to feel known [54]. Future research should
examine patients’ communication intentions prospectively.
4.2. Conclusion
The list of information needs obtained in this study demon-
strates what answers physicians should have available in
postoperative consultations with esophageal cancer patients.
The large variation in both the number and content of needs once
more stresses the importance of tailoring information to the
individual patient’s needs [55,56]. Tailoring not only depends on
the physicians’ willingness and ability to answer questions, but
also on the patients’ active expression of needs during the
consultation. The current study provides insight into patients’
ideas about what helps or hinders them to participate.
4.3. Practice implications
Our ﬁndings suggest that relatively simple visit-preparation,
such as a question prompt sheet (QPS), is most likely to be adopted
in this population and might be able to overcome several of the
reported agenda and communication barriers. A QPS can help
patients and, importantly, their companions to prepare the
consultation agenda and to remember questions during the
consultation. Including psychosocial issues on the QPS may alter
patient beliefs about the topics appropriate to discuss [51]. In
addition, when physicians actively endorse the QPS [57,58],barriers such as the wish not to be a too demanding patient
might be overcome. The effectiveness of a QPS has been
demonstrated in other, mainly English-speaking, cancer popula-
tions [40]. Moreover, besides a pilot study testing a Dutch pre-
operative QPS [59], it’s use has not yet been examined in this
particular patient group. The current ﬁndings on patients’ post-
operative information needs can serve as input for a QPS.
Naturally, a QPS does not overcome all communication barriers,
particularly not the ones reﬂecting a lack of complex communica-
tion skills, such as the ability to process information and ask
subsequent questions. Hence, there still lies an important task for
physicians to help patients with these difﬁcult communication
tasks. Moreover, to provide profound answers to patients’
questions, physicians require knowledge on the usual incidence
and the future course of symptoms and limitations. It has been
suggested that physicians’ use of the available evidence on patient
reported outcomes in clinical practice is limited [6,60]. Future
research should examine how physicians can be equipped with
evidence-based answers to the questions shown to be relevant for
patients.
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